The author presents the results of a pilot project, an outcomes-based evaluation of Memories in the Making © : An art program for individuals with dementing illnesses. Sponsored by the Greater Cincinnati Chapter of the Alzheimer's Association and implemented at adult day and nursing home sites, participants in the weekly art program use paints to express themselves by creating colorful visual images on paper or fabric. The individuals experienced pleasurable, sustained activity while engaged in making art. Utilizing M.P. Lawton's conceptualization of psychological well-being as a framework, chapter staff developed an observational instrument, which measured objective and subjective indicators of the affect state and self-esteem of 41 participants in the art program. Overall, preliminary data suggests that participation in the weekly sessions contributed to the individuals' sense of well-being. However, more rigorous study is warranted using comparison groups to determine if indeed an enhanced sense of well-being can be attributed with certainty to the intervention of the Memories in the Making art program.
Introduction
As we enter the 21st century, Alzheimer's disease is a major public health concern. One in 10 persons over the age of 65 and approximately 40 percent to 50 percent over the age of 85 have Alzheimer's disease. 1 It is the most prevalent of the dementing illnesses and affects approximately 4 million people in the US today. It is projected to affect 14 million people by the year 2020. 2 At this writing, there is no cure or prevention for this prolonged and progressive disease that can span from three to 20 years. Alzheimer's disease affects all domains of a person's life in some way, and with this disease nothing is spared. Relationships and roles are challenged, emotions are heightened or blunted, losses are multitudinous and protracted, and the accompanying grief is ongoing and often unresolved. At best, treatment is palliative and includes provision of medication for symptom management along with ongoing education and support to the family/caregiver and affected individual throughout the course of the illness.
In the absence of a cure, and in response to caregivers' demands for information and support, the Greater Cincinnati Chapter of the Alzheimer's Association began as a family support group in 1980, became a chapter of the National Alzheimer's Disease and Related Disorders Association, and was incorporated in 1983. Today, the chapter employs 17 staff members including eight social workers and nurses who provide a variety of educational and supportive programming to family members and individuals affected by Alzheimer's disease and related disorders who reside in 27 rural and urban counties in northern Kentucky, southeastern Indiana, and southwestern Ohio.
For many families and individuals affected by dementing illnesses, the Alzheimer's Association chapter network is the only place where they can receive consistent, knowledgeable, and realistic programming that provides education and support during the long haul. Support to the caregiver, a basic and important component of chapter programs, is now augmented by delivery of additional programs for affected individuals.
Coming from this rich historical and experiential perspective, the Greater Cincinnati chapter staff began to move strategically toward the future by undertaking outcomes-based evaluations on programs and services provided to affected individuals and families in the chapter territory. Critical and foremost to this process, staff questioned whether the educational and supportive programs were indeed making a difference in the way families and affected individuals dealt with the emotional and care issues during this prolonged illness. The staff saw this inquiry as a chance to both determine positive or negative person-centered dementia-specific outcomes, which are those outcomes developed specifically for families dealing with dementing illnesses and, second, to justify and lend credence to the programs offered by the chapter.
Ultimately, the results of the evaluation would provide formative feedback to the chapter's governing board, advisory councils (who represent consumers), and funding sources. Subsequently, this information would be used to advance program and system changes that increased efficiency and emphasized more relevant person-centered outcomes for future chapter programs and services. 3 However, it was in the development and implementation of an outcomes-based evaluation pilot project of a program for individuals with dementia that proved to be the most interesting and complex of all the evaluation projects undertaken by the chapter staff. Thus the purpose of this paper is to describe and present the results of the pilot project: An outcomes-based evaluation of Memories in the Making, an art program for individuals with dementing illnesses.
Description of the program: Memories in the Making
Memories in the Making, originating from California's Orange County Alzheimer's Association program model, is an art program for individuals in the early and middle stages of a dementing illness. Despite diminished verbal and organizational skills, affected individuals (artist participants), guided by skilled artist facilitators, use watercolors and acrylics to express themselves by creating colorful visual images on paper or canvas. Through this process, participants are able to recreate a memory, tell a story, and enjoy being involved in creating something of value to self and others. 4 Greater Cincinnati received permission from the Orange County Alzheimer's Association to legally use the name Memories in the Making, but modified the program to meet the expressed needs of the chapter constituency. At the time of the evaluation project, the Memories program, funded through memorial, corporate gifts and state Alzheimer's funding, was offered free of charge to those with a diagnosis of dementia at nine adult day, assisted living, and long-term care sites in the Greater Cincinnati Chapter 27 county territory. It was not required that the participants have any previous art experience or particular artistic abilities.
The goals of the Memories program were for the artist participant to experience:
• An opportunity for sensory stimulation.
• The pleasure of being involved in the creative process.
• A sense of well-being, only if momentarily.
• An increased self-esteem with having created something of value to self and others.
Adult day and long-term care staff reported anecdotally that the individuals who participated in the weekly "art sessions" were verbally and non-verbally expressing pleasure during the art activity and seemed to work with sustained attention for long periods of time.
Nevertheless, chapter staff questioned whether the intervention, in this case participation in the art activity, contributed to the individual's sense of well-being and self-esteem. Out of this seemingly direct inquiry, three challenging questions arose. First, how does one define a construct such as quality of life, especially for the affected individual who may have difficulty reliably reporting subjective feelings? Second, how will we know it when we see it? Third, how do we measure the domains inherent in that elusive construct?
The Framework
Lawton 5 defined quality of life as the "the multidimensional evaluation, by both intra-personal and socialnormative criteria of the person-environment system of the individual". This suggests that quality of life is multidimensional and may be judged from the outside (objective) or from the inside (subjective, intra-personal). Lawton asserts that quality of life is an attribute neither of the person nor the environment but of the person-environment system.
He further explains that four objective and subjective components are necessary for an inclusive view of quality of life. Behavioral competence and environmental quality comprise the objective components, whereas the two subjective components are domain-specific perceived quality of life and general psychological wellbeing. Domain-specific subjective components encompass realms such as spirituality, satisfaction with health care, family, friends, spare time, housing and/or institutions.
Within the realm of psychological well-being, Lawton identifies such domains as affect state, happiness, morale, life satisfaction, and self-esteem. Burgener and Chiverton 6 state that although each of these areas are relevant to the person with dementia, some may be difficult to measure because of the person's cognitive status. They suggest that the positive and negative dimensions of affect state may be more useful indicators of psychological well-being in the cognitively impaired person, as these indicators may be reflected in behaviors that can be assessed and measured by an objective observer. Utilizing Lawton's conceptualization of psychological well-being as a framework, staff selected two domains of well-being, affect state and self-esteem, and developed an outcomes measurement tool that operationally defined both domains in terms of specific, observable indicators (see Table 1 ). Indicators such as engagement, expression of pleasure, enhanced self-esteem, and expression of emotions and feelings through the use of paints and imagery were characterized by verbal and nonverbal behaviors and all established positive or negative outcomes of the intervention, Memories in the Making. 10 . When the artist facilitator uses props, and/or prompts and cues, the participant often paints or draws from a memory of a past experience.
11. The artist participant responds to verbal reminiscent prompts by painting or drawing memorable past experiences.
12.
While drawing or painting, the artist participant displays nonverbal behaviors indicating comfort or discomfort in participating in the activity. 1b. The artist participant greets and socializes with other participants during the art session.
2. While engaged in the art activity, the artist participant has sustained attention for a period of 30-45 minutes.
3. The participant requires prompting or cueing once engaged in the art project.
4. The artist participant has relaxed body language, smiles, and laughs during the art project.
5.
The artist participant verbalizes a sense of pleasure with phrases such as: this feels good, this is relaxing.
6. The artist participant is tense or agitated during the art project.
7. The artist participant non-verbally expresses pride in participating and completing a project by smiling, nodding happily, tearfulness, clapping.
8. The artist participant verbally expresses satisfaction by stating: "Thank you, I did that, really?" 9. Without prompting, the artist participant offers kudos or support of another participant's work.
Method
Participants Six well-established sites with consistent staff and participants were chosen to participate in the evaluation project. These sites were four adult day programs, one assisted living site, and one dementia-specific nursing home site. Three other sites were eliminated because they had been operational for only a short period of time (less than 3 months).
At each identified site, during a single Memories in the Making session, one staff member of that particular site observed and evaluated one participant for one 60minute session. Observations were completed when six staff persons observed and evaluated 41 artist participants at the six sites.
Measures
The central question: Does the intervention (participation in the art activity) contribute to the individual's sense of well-being? Two domains of psychological well-being, affect state and self-esteem, were operationally defined in the 12 declarative statements of objective and subjective indicators of engagement, expression of pleasure, enhanced self-esteem, and expression of emotions and feelings. Each indicator was numerically rated on a 4-point Likert scale: 4 = Always; 3 = Some of the time; 2 = Rarely; 1 = Never (see Table 1 ).
Staff observers also had a section where spontaneous comments of the artist participants during sessions could be documented. It was left to the individual observers to use their judgement as to what comments were considered relevant and meaningful to the group process.
Discussion
This pilot survey supported what staff were seeing and reporting anecdotally on a weekly basis. The indicators suggested that individuals always, or some of the time, worked with sustained attention, had a pleasurable sensory experience, experienced pleasure as evidenced by laughter and relaxed body language, and verbalized feeling good about themselves and their accomplishments.
As indicated in Table 2 , the first declarative statement defining the indicator engagement identified that 66 percent of the artists greeted and socialized with other artist participants upon entering the art session while 24 percent socialized some of the time and 10 percent socialized rarely. During the art activity, 44 percent always socialized, 30 percent socialized some of the time, and 26 percent of the artists rarely or never socialized during the art activity.
One of the most positive indicators of well-being (engagement in the art activity) confirmed that 83 percent of the artist participants had sustained attention for a period of 30-45 minutes. This is of particular importance, since most individuals with dementia have difficulty with attention and concentration and are unable to initiate, maintain, or take a task to completion. 7 Expression of pleasure (an indicator of well-being) gauged by the artist participants' relaxed body language, smiles, and laughter was rated by the observers in 80 percent of the artists. Thirty-nine percent actually verbalized a sense of pleasure while participating in the art project. The observers reported that 80 percent of the artists never appeared tense or agitated during the art project.
Indicators of enhanced self-esteem, through verbal and nonverbal expression of pleasure and satisfaction of having completed work, was noted in 78 percent of the artist participants. A domain of well-being, expression of emotions, and feelings through the use of paints and imagery indicated that 41 percent of the artist participants, in responding to prompts or cues, were able to draw or paint from a memory of a past experience. Thirty-seven percent were able to do so some of the time, 10 percent were rarely able to do so, and 12 percent were not able to paint or draw from a memory even when cued or prompted. Forty-nine percent responded to verbal reminiscent prompts by painting memorable past experiences and 22 percent were able to do so some of the time, leaving 29 percent whom rarely or were never able to respond to verbal prompts.
Observers noted that 80 percent to 90 percent of the artist participants never displayed nonverbal behavior of discomfort as evidenced by tears or distorted facial expressions or grimaces. Well over two thirds of the artist participants always smiled.
Still, it was the spontaneous comments of the artist participants, the person living with a dementing illness moment to moment, who offered the most poignant insights. "This gives my hand such pleasure" not only illustrates an individual's egocentric spatial losses, but more importantly refers to the experience of being engaged in an activity that is meaningful and pleasurable. Often during the session, participants verbalized to their peers, "I really like your picture," and recipients of the compliment responded positively with, "You do, thank you so much," which speaks to the subjective domain of well-being when a person's self-esteem is enhanced. 5, 8 One individual, who had difficulty speaking during one art session, clearly stated while painting, "In here I feel like a person again." This statement exquisitely describes the non-personhood disposition that is felt by the individual with dementia and identifies a bias that may be imposed by those of us who care for those individuals. 8, 9 For this individual at least, the making of art and interactions with others made him feel whole again, and even with an expressive aphasia he was able to articulate his sense of ego integrity when participating in art class. Similar to Lawton's work, Kitwood and Bredin 10 postulate that even though a person may be severely demented, they can still be in a state of relative well-being or ill-being, in a way that cuts across the dimension of cognitive impairment. This is illustrated in one individual's statement that, "all this craziness keeps us sane," a discordant yet lucid declaration acknowledging the craziness that the dementia imposed. But, it was clearly evident to the affected individual that self-deprecation, laughter, and shared experiences kept everyone sane for at least an hour a week.
For this individual, feeling connected to a group, and feeling loved and valued, was a measure of the quality of her life, no matter what the dementia imposed. Process measures, such as inclusion and normalcy, were seemingly valued by the group, which Gwyther 11 also suggests in her work. These measures are not captured or defined in the survey's declarative statements, but nevertheless are equally important quality of life indicators. 12 Kitwood et al., 10 in their qualitative work, have also identified 12 possible indicators of well-being that can be ascertained by certain behaviors, one of which is an individual's ability to experience and express a range of positive and negative emotions.
During one of the sessions, a facilitator reported the following anecdote, which illustrates Kitwood's point dramatically. The facilitator watched as a withdrawn woman (NT) came into her own in art class. As this individual became more familiar with the environment and her peers, she began to smile, greet others, and say goodbye when leaving. When a fellow artist (RM), seated across from her, was having a difficult day because of his wife's illness, NT, in a very poignant moment, reached across the table, touched him, and said reassuringly, "everyone in here has it rough, some days", and she then said "I understand." RM, the recipient of NT's comforting words and touch, smiled gratefully.
When NT saw that a peer was in distress, she was able to express a positive empathic emotion by consoling him and touching his hand. RM in turn was able to express gratitude by smiling and nodding acknowledgement of her compassion toward him. Each of them accepted that they were sufferers and were comforted by that notion. Despite dementia, NT could still be helpful to another human being in distress.
Limitations
Even though the evaluations suggested that this first attempt at outcomes-based evaluation was positive, with goal attainment during each session, several concerns arose as to survey design, collection method, and unclear operational definitions of the indicators.
It is important to note that this was a pilot project to determine appropriate evaluative methods for a particular program and was not designed as a research project. However, for future studies, several methodological recommendations should be considered.
First, in this evaluation, demographic data such as age, gender, ethnicity, educational level, probable diagnosis, and stage of disease progression were not recorded. These are variables that may effect group process, ability to make art, and subsequently may determine either positive or negative outcomes.
For future evaluation projects, consider conducting serial evaluations in order to avoid measurement error involving transitory personal factors such as artist participant fatigue or anxiety. In doing so, the observer can capture the effects of the week to week interaction with peers, the creative experiences, and the sense of normalcy that comes from belonging to, and participating in, an art group. To illustrate this point, in declarative statement #1, socialization upon entering a room cannot be measured in only one session because the affected individual's level of familiarity and comfort changes with the group over time. It is difficult for an unaffected individual entering a room of unfamiliar people for the first time. For an individual who has memory loss, this is an apprehensive experience reoccurring on a weekly basis.
There were several ambiguities with respect to the instrument, because many of the declarative statements were vague and indicators were not clearly defined. An example is the attempt to measure engagement, using socialization as an indicator. The first is to measure a person's ability to socialize upon entering a room and, second, to measure socialization during the art project. Socialization is operationally defined in the same way, but each has a different outcome in this particular statement. If persons are engaged in the art project, they would not always be socializing, thus "rarely" or "never" would not necessarily be a negative outcome but rather a positive one.
To cite another instance, the declarative statements numbers 10 and 11, identifying the indicators for expression of emotions and feelings through the use of paints and imagery, were unclear and vaguely constructed, leaving the observer confused and unsure as how to rate the artist participant. Therefore, it was difficult to ascertain whether the outcome was a result of the actual art activity (aesthetic/creative experience), intervention (reminiscence, verbal prompts), or the result of pleasant interactions with peers and friends who happen to be participating in meaningful activity.
Moreover, the declarative statement #12, measuring both a negative and positive comfort level, provided incomplete behavioral indicators by describing minimal nonverbal expressions for each indicator. All of these examples address the instrument's validity, which refers to whether the tool actually measures what it is intended to measure, and for this pilot this was certainly a concern.
An instrument's reliability assesses whether scores are stable and also determines whether observers rate the attribute or indicator consistently. In this evaluation multiple raters were used, but inter-reliability was not addressed. In future studies, consider using the same non-staff observer for all evaluations, and by doing so, the evaluator or researcher decreases the chances for measurement error by avoiding rater bias. 13 
Implications
Individuals are being diagnosed with probable Alzheimer's disease earlier in the course of the disease. Seventy-five percent of the population who have a diagnosis of dementia live in the community; the remainder reside in nursing homes or other settings. 14 This is a chronic illness that cannot be dealt with by a brief visit to the physician, or in an acute care setting emergency room or psychiatric ward. The current health care system, with the exception of the Alzheimer's research centers and some committed clinicians in health care systems, has no formal support in place for families and individuals who are dealing with dementing illnesses and its prolonged course.
Those who are developing innovative programs must begin to look outside of the traditional models and build programs that support an individual during all stages of the illness, and in consideration of their abilities, strengths, and deficits. The Alzheimer's Association, unencumbered by regulatory demands, is one such organization that can provide the expertise and the nontraditional setting where holistic and preventative models of care can be developed, implemented, and evaluated in a responsible way. The association must also support, as well as conduct, outcomes research that establishes which interventions work, are cost effective, and contribute to the desired outcomes. The emphasis must be on the creation of person-environment systems that are supportive and safe, which heighten a person's sense of normalcy, competency, and well-being despite dementia, whether that be for a moment or an hour in time.
The work of the Greater Cincinnati Chapter is not finished. Another phase begins, and that is to compare an individuals' sense of well-being, while participating in Memories in the Making, to their sense of well-being while participating in other related group activities to determine if, indeed, the Memories in the Making art program is affecting their quality of life. Only after this comparison can we begin to identify positive quality of life outcomes that can be attributed with certainty to the intervention of the Memories in the Making art program. Furthermore, if this intervention is successful, other questions need to be addressed, such as what specific component or components were responsible for the positive outcomes observed, and, ideally, will there be changes in behaviors or emotional status as a result of the intervention?
Finally, individuals and families who participate in Memories are very enthusiastic about the program, because they observe and then feel the immediate effects of the artists' creative and pleasurable experience. But most importantly, these paintings are not only a reminder to the family (and public) of the artists' retained strengths and abilities, but are also a vivid, visual legacy, a memory of the persons' need to endure and remain hopeful in the face of dementia.
